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“It’s difFcult explain to my toddler
that I'd rather sit on the sofa than
go to the park with her.”
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NRAS is the only user-led charity in the UK specifcally for people with
rheumatoid arthrits, their families and carers, providing informaton, support,
advocacy and campaigning.

¢ dThe NRAS freephone helpline 0800 298 7650 is open from 9.30am to 4.30pm
Monday to Friday. Trained helpline staF answer questons on all aspects of
living with RA, with support from our medical and allied health professional
advisers.

¢ dOur website www.nras.org.uk has a wealth of informaton about living
with RA, treatments, the latest research and developments, and an online
members’ forum. It also has a full list of links to other useful charites and
organisatons.

¢ atf you'd like to talk on the phone to another person who has RA, we can
put you in touch with one of our trained volunteers — people with RA who
understand what you’re going through. They’re available at the end of the
phone to chat and listen. To arrange for someone to contact you, call us on
0800 298 7650.

¢ dtocal NRAS groups meet regularly around the country. To fnd out if there is a
group near you, call 0845 458 3969 or visit www.nras.org.uk/groups

. ‘ oes To help NRAS contnue this vital work please support us by:
: ¢ dBecoming a member

“ ¢ dPartcipatng in or planning a fundraising event
¢ ddonatng today — every penny counts.
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“My fatgue makes me feel helpless,
and unable to complete everyday
tasks. One of the worst efects is
how it afects my thinking. | feel
unable to cope in social situatons
with strangers. Itis a blight on
every aspect of my life.”
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Introduction

“In keeping with
our traditon of
publishing original
research, we believe
this is the frst tme
that so many people
with RA across
the UK have been
surveyed about
their experiences of
chronic fatgue.”

Ailsa Bosworth
Chief Executve, Natonal Rheumatoid Arthrits Society

To coincide with the launch of our second Rheumatoid Arthrits Awareness Week,
and this year’s theme of ‘Invisible Disease’, we have collaborated with leading
think tank 2020health to conduct a natonal survey to try and beter understand
the impact of chronic fatgue on the lives of people with the chronic autoimmune
disease rheumatoid arthrits (RA).

In keeping with our traditon of publishing original research, we believe this is the
frst tme that so many people with RA across the UK have been surveyed about
their experiences of chronic fatgue — including their views about levels of public
awareness of the symptom, the efectveness of existng management approaches,
the impact of chronic fatgue on their quality of life and work outcomes.

The results from the survey are eye-opening. The survey respondents’ ranked
chronic fatgue as the least understood symptom of RA by the public. Nine out of
ten survey respondents said they sufered with chronic fatgue, of which nearly
two-thirds said onset appeared before diagnosis. Equally troubling, the majority of
respondents said they experienced chronic fatgue on three or more days during
the previous week and that this lasted for several hours at a tme. Over three
quarters of respondents said chronic fatgue had a high or medium level impact.
Two thirds of all respondents said their healthcare professional never or rarely
asked them about their fatgue and over three quarters had never atempted to
measure it.

Due to the symptom severity described by respondents, the work impacts were
also signifcant. Just under three-quarters of working age people with RA who
were not in work said that chronic fatgue had contributed to their unemployment.
Nearly a quarter of respondents said they had changed job due to their chronic
fatgue. Overall, nearly a third of all respondents had taken tme of work during
the previous week because of their fatgue and one in ten of all respondents in
work said they had taken of more than 10 hours.

Consequently, there are a number of important implicatons arising from the
report. First of all, if we are to improve levels of public awareness and rates of
early diagnosis we must develop beter messaging about the symptom of chronic
fatgue within awareness campaign materials about infammatory arthrits,
because it is clearly being overlooked and this may in turn be contributng to
delays in patents presentng to their GPs.

Secondly, it should be abundantly clear from the report’s literature review and
accompanying survey results that references to the management of chronic fatgue
need to be strengthened within the relevant RA clinical guidelines and that further
resources urgently need to be put in place to help healthcare professionals deliver
improved care.

Finally, as described in the report, the widespread impact that chronic fatgue has
on work outcomes and the inadequate way it is captured during the Employment
and Support Allowance assessment process, means there is a strong case for
reform.

Invisible Disease: RA and Chronic Fatgue forms part of NRAS’s ongoing
commitment to campaign for equal access to good care and services for all.
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Julia Manning
Chief Executve, 2020health

The fndings of this survey make compelling reading. They remind us just how
much more we need to do to ensure that people sufering with RA are able to lead
happy and fulflling lives while managing the efects of chronic fatgue. The survey
resonated with us on a number of levels, but two areas in partcular are most
striking and relevant to our work at 2020health: frstly, the numbers of people
who experienced difFculty working and staying in the workplace, and secondly,
those reportng that the efects of their chronic fatgue were not addressed by
professionals. Whilst sadly not surprising, these are areas that needs urgent
atenton.

Hidden from our sight, this debilitatng disease leads many people into
‘worklessness’, isolaton and depression. This report highlights existng evidence
that most suferers are diagnosed when of working age but within four years

only 10% are completely free of any impact on their work. Shockingly, around

two thirds of people with RA who are employed have experienced work loss as

a result within the last 12 months. In 2020health’s publicaton ‘Work as health
outcome in the Devolved Natons’ (2012) we made the point that the “impact of
sickness related ‘worklessness’ is a blight on individuals, families, communites and
economies”. The fact that so many people end up dependent on benefts through
this disease is, itself, a call to acton.

We also noted in our ‘Working together: promotng work as a health outcome

as the NHS reforms’ (2011) that employers are well placed to take a leading role

in reducing worklessness through supportng employees so they did not need

to take tme of work, and facilitatng the return to work of the unemployed. Yet
almost half of the people surveyed by the NRAS had never had any discussion with
employers about how to facilitate improving their working lives. In our same report
we noted that tackling stgma within an organisaton with regard to ill-health was
important, and this is refected in the NRAS respondents’ concerns that colleagues
did not understand the efect chronic fatgue has on an individual’s ability to carry
out their tasks. The very nature of the disease means that the ups and downs can
be misconstrued by unknowing colleagues as laziness. The call for more support in
the workplace was made loud and clear in the survey results.

Our fnal thoughts turn to those reportng that their rheumatologist, GP or nurse
rarely or never asked about their fatgue. Almost half of respondents had never
discussed their fatgue with a healthcare professional. Given the impact that
chronic fatgue has on the lives of people with RA it is disappointng that clinical
teams place less emphasis on this area of their patents’ management. If, as the
survey suggests, this is an area where many would beneft from additonal support
and treatment, it is essental that the professionals focus on helping suferers
manage their chronic fatgue. Chronic fatgue as a conditon in itself has become
widely recognised, with specialist support and advice available from nurses,
occupatonal therapists, physiotherapists and psychologists.

Today there are any number of ways in which people can access support, yet this
research has identfed that many patents are stll not signposted by professionals
to the NRAS, the very charity established to support and encourage them. The
importance of making sure healthcare professionals are fully trained and follow
guidelines is essental, but enabling them to assist RA suferers with chronic
fatgue to seek out help and support should also be improved. This report creates
a greater understanding and focus on chronic fatgue and through their eforts,
NRAS and others, are empowering this group of patents, by giving them the
informaton and voice they need.
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number of ways
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can access support,
yet this research
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many patents are
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by professionals to
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2| Executive summary

“Ch I’OﬂiC fatgue iS an Rheumatoid arthrits (RA) is a chronic, progressive and disabling disease where
. the immune system atacks the synovial lining to the joints and other organs. If
Invisible sym ptom of leF untreated, the joint can lose its shape and alignment, cause bone erosion and

ultmately lead to destructon of the joint and permanent disability. It is a systemic
disease, which means it can also afect internal organs of the body such as the

the disease that can

have a severe impact. heart, eyes and lungs.
Itisa major concern Nearly 690,000 people across the UK have RA. For some people, the disease
is moderate or less severe and remains reasonably well controlled, but others
fOI' patents and experience chronic disabling pain, infammaton, stfness, chronic fatgue, reduced
40% may experience joint functon and impaired mobility.
persi stent, severe Quiality of care and access to treatments for people with RA varies tremendously
around the UK, which in many cases is exacerbatng poor health outcomes for
fatgue Comparable patents and placing a heavy economic burden on society. Overall, a quarter of
to Ch ron iC Fatgue people with RA give gp_wo_rk due to their di_sease within one year of diagnosis
. and over half stop within six years. The additonal cost of RA to the UK economy,
Synd rome. including sick leave and work-related disability, is estmated to be £3.8 to £4.8
billion a year.

Chronic fatgue is an invisible symptom of the disease that can have a severe
impact. It is a major concern for patents and 40% may experience persistent,
severe fatgue comparable to Chronic Fatgue Syndrome. Despite this, chronic
fatgue is the least publicly understood symptom of RA, with only 31% of the
Britsh public being able to identfy it as a symptom of the disease.

This report details the wide-ranging and signifcant impacts that chronic fatgue
has on quality of life and work for people with RA. Much more needs to be done
to measure and treat this aspect of the disease, to mitgate its impact on work
and daily life, and to promote messages about chronic fatgue in public awareness
campaigns about the disease symptoms, which encourage early diagnosis.

Key findings

¢ €hronic fatgue is widespread among RA patents: 89% of respondents
experienced chronic fatgue and 98% of these said it impacted on their lives
during the previous 7 days; 94% of respondents said their episodes of chronic
fatgue lasted either for several hours or all day.

¢ dVlore needs to be done to raise public awareness of chronic fatgue as a
symptom: 57% of respondents said their chronic fatgue frst appeared before
they were diagnosed with RA and 76% of respondents felt the public is not at all
aware that it is symptom of RA.

¢ €hronic fatgue is having a large impact on ability to work: 71% of working age
respondents that were unemployed said chronic fatgue contributed to them
not being able to work and 24% of respondents said they had to change jobs as
a result of their chronic fatgue.

¢ €mployers need to do more to help: 23% of respondents in employment took
more than 10 days of in the last 12 months due to chronic fatgue; but 49% of
respondents said their line manager had not discussed or ofered any changes
to help them beter manage their chronic fatgue in the workplace.

- Invisible Disease: Rheumatoid Arthritis and Chronic Fatigue WWw.nras.org.uk



Executive summary

¢ €hronic fatgue is having a high impact on mental health: 90% of respondents
said fatgue caused them to feel down or depressed during the last 7 days,
including 38% who said they felt very down or depressed; 48% said they feel
guilty about its impact on other people.

¢ €hronic fatgue is having a high impact on relatonships: 70% of respondents
reported that fatgue had prevented them from taking part in actvites with
their family or partner; and 54% reported that fatgue negatvely afected their
sex life.

¢ €hronic fatgue is not being well managed by healthcare professionals: 66% of
respondents said their healthcare professional never or rarely asks them about
its efect; and 79% of respondents said their healthcare professional has never
tried to measure their levels of fatgue.

¢ ®eople with RA need much beter access to treatments for chronic fatgue: 16%
of respondents said they do nothing to manage their fatgue; and only 2% of
respondents have atended a chronic fatgue self management programme.

Recommendations

¢ dthe governments of England, Scotland, Wales and Northern Ireland urgently
need to initate public awareness campaigns about RA, which must include
specifc messaging about the presence of chronic fatgue as a symptom.

¢ dmportant medical guidelines for healthcare professionals, such as NICE Clinical
Guideline 79 and SIGN Guideline 123, need to be revised to prioritse efectve
management of chronic fatgue in RA, including the introducton of validated
fatgue measures.

¢ Patent educaton and self-management strategies should be prioritsed for
people with RA in relevant medical guidelines and within government policies
for long term conditons across England, Scotland, Wales and Northern Ireland.

¢ dMore should be done to raise awareness amongst employers of the impact and
challenges posed by chronic fatgue within RA, and how it can be managed in
the workplace.

¢ dfhe introducton of an additonal descriptor into the Employment Support
Allowance’s Work Capability Assessment to ensure the impact of chronic fatgue
is adequately captured.

WwWw.nras.org.uk Invisible Disease: Rheumatoid Arthritis and Chronic Fatigue -



%] Background to the survey

“The causes of
chronic fatgue in
RA are complex and
not well understood,
with a number of
possible factors
associated with its
occurrence and
severity.”

3.1

3.2

3.3

Chronic fatigue and rheumatoid arthritis — evidence and policy

Rheumatoid arthrits (RA) is a chronic, progressive and disabling disease where
the immune system atacks the synovial lining to the joints and other organs. If
leF untreated, the joint can lose its shape and alignment, cause bone erosion and
ultmately lead to destructon of the joint and permanent disability. It is a systemic
disease, which means it can also afect internal organs of the body such as the
heart, eyes and lungs.

There are nearly 690,000 people across the United Kingdom with RA. For some
people, the disease is moderate or less severe and remains reasonably well
controlled, but others experience chronic disabling pain, infammaton, stfness,
chronic fatgue and reduced joint functon and impaired mobility. Chronic fatgue,
in partcular, is an invisible symptom of the disease that can severely impact upon
a person’s quality of life and ability to work and requires beter understanding and
management.

Definition

There is no universally agreed defniton of fatgue in RA within the medical
literature’. However, chronic fatgue has been defned as ‘unpleasant, unusual,
abnormal or excessive whole-body tredness, disproportonate to or unrelated
to actvity or exerton and present for more than one month. Chronic fatgue is
constant or recurrent, it is not dispelled easily by sleep or rest and it can have a
profound negatve impact on the person’s quality of life’2.

Those who experience chronic fatgue, report that it is as diferent from tredness
as fu is from a cold and can come on without warning?. Fatgue can afect
people with any type of arthrits, but it is more common in people with forms of
infammatory arthrits, such as RA%.

Causes

The causes of chronic fatgue in RA are complex and not well understood, with a
number of possible factors associated with its occurrence and severity. Pain, stress,
depression, infammaton, and disability are all factors that may contribute in
varying degrees at diferent tmes®.

Fatgue is more common in women than men and can be more severe in the
early stages of RAS. Younger women with multple daily roles may be especially
vulnerable to the negatve impact of fatgue’.

Infammaton may cause chronic fatgue. This may be due to the presence of
cytokine chemicals found in infamed tssues®. However, the correlaton with
chronic fatgue is not consistent® and the associaton with disease actvity is
deemed to be secondary to pain®°.

Anaemia can afect energy levels and it is estmated prevalence of mild anaemia in
RA patents ranges between 33% and 60%. Some research shows a link between
resolving anaemia and associated improvements in symptoms*, while other
research fnds that fatgue is independent of anaemia? with no links between low
levels of haemoglobin and the onset of chronic fatgue?®.

Low mood or depression due to uncertainty about the future can reduce energy
and promote fatgue'4. Fatgue itself is also a symptom of depression, which is
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Background to the survey 3

more common in people with RA than the general populaton?®. Studies indicate
that between 8% and 46% of people with RA have depressive symptoms?.

RA patents are also twice as likely to sufer from depression as the general
populaton?” and those diagnosed with RA and depression may also have suicidal
ideaton?®. Other aspects of cognitve and emotonal functoning may afect
chronic fatgue such as perceptons of self-efFcacy?®.

Pain is a major symptom that can wear people with RA down and prevent them
from sleeping properly. Sleep may also be disturbed due to anxiety or stress, which
can then cause fatgue. Research has found that 60% of people with RA have their
sleep regularly disturbed?.

Pain can also cause chronic fatgue in other ways. For example, when people with RA
are unable to exercise, or do not exercise because they are anxious about exercising
for fear of making their disease worse, their muscles can become weak. As a
consequence, just getng around requires extra efort, which can increase fatgue®.

It has been suggested that the contnued release of the hormone adrenaline
during periods of prolonged stress, due to constant pain or anxiety about the
future, may also be a cause of fatgue?. Social and environmental aspects, such
as interpersonal events and social support may also infuence levels of chronic
fatgue®.

Persistent, severe fatgue has been linked to general health and disability?*.
However, the complex inter-relatonship between all of these factors means that
chronic RA fatgue is likely to be caused by a combinaton of them?.

3.4 Impacts on quality of life

Fatgue is a major concern for RA patents® and is regarded as a physical and
cognitve symptom that is overwhelming, uncontrollable, unpredictable, unearned
and afects every aspect of life?”. Beside pain, fatgue has been described as the
most prominent symptom in RA, with a greater impact on daily life than pain?.

Diferent defnitons and instruments have been used to try and measure chronic
fatgue. This has led to large ranges in estmated prevalence of between 42% and
80%?°. One study reported efects for up to 98% of RA patents®® and research
also suggests the greatest negatve impact from fatgue may be found in younger
personssL,

Chronic fatgue may occur at any tme of the day, including when people with RA
wake up. This causes them to feel unrefreshed®? and may give rise to the generally
unavoidable need to sleep during the day=®.

However, chronic fatgue may also occur when people with RA are physically actve
or concentratng a lot or without a clear cause or warning. Duraton may last
anywhere from an hour to the whole day and can contnue over several days or
weeks at a tme®.

In terms of severity, 40% of RA patents who experience fatgue may experience
persistent severe fatgue. This is a level comparable to patents with Chronic
Fatgue Syndrome®. Even when levels of infammaton are low, many RA patents
may contnue to report moderate to high levels of fatgue®. Severe fatgue is not
resolved spontaneously in RA patents®.

WwWw.nras.org.uk Invisible Disease: Rheumatoid Arthritis and Chronic Fatigue



3 Background to the survey

“Mental fatgue, also
referred to as ‘brain
fog’, may occur and
afect the ability of
a person with RA to
think clearly and lose
their concentraton
or motvaton.”

3.5

People with RA report that chronic fatgue has signifcant, wide-ranging impact.
These include feeling unable to achieve optmal physical and mental functon,

a lack of enthusiasm, having to modify expectatons and adopt unwelcome,
dependant roles in their lives® and being prevented from doing planned actvites
and everyday tasks®. People with RA also report problems looking afer their
children,

Mental fatgue, also referred to as ‘brain fog’, may occur and afect the ability
of a person with RA to think clearly and lose their concentraton or motvaton.
Emotonal fatgue is another impact which can make people irritable, down

or tearful*, impatent and frustrated, and can cause relatonships to become
strained*2.

Chronic fatgue has also been identfed as one of the symptoms in RA fares,
with fare fatgue tending to be of a higher intensity. Some RA patents have also
reported that fatgue can signal early onset of a fare®.

Occurrence of chronic fatgue is also associated with physical efects, such as
ocular and oral dryness and morning stfness*.

Finally, the way patents cope with fatgue has been demonstrated to afect their
quality of life®.

Impacts on work

A systematc review of research into sick leave in infammatory arthrits patents
found that recorded rates varied from 3.7% in the past 4 days to 84% during
the past 2.5 years. Total duraton of sick leave ranged from 0.1 to 11 days over
the course of 1 month. Studies have found that between 17% and 88% of
infammatory arthrits patents experience workplace productvity loss®.

RA afects work outcomes in several ways. People may miss days from work
(absenteeism), endure reduced work productvity (presenteeism), face the
prospect of increased job turnover (stopping work or switching to less demanding
jobs), as well as additonal costs associated with accommodatng the disease

at work#”. Around three quarters of people with RA are frst diagnosed when of
working age. The additonal cost of RA to the UK economy, including sick leave and
work-related disability, is estmated to be £3.8 to £4.8 billion a year®.

Work disability begins quickly afer diagnosis and increases steadily*®, with one
study suggestng that in the frst four years of the disease only 10% of RA patents
are completely free of any changes with respect to the performance of their
occupatonal roles®. Furthermore, around two-thirds of people with RA who are
employed have experienced work loss as a result of their disease in the previous
12 months®.,

Overall, a quarter of people with RA give up work due to their disease within 1
year of diagnosis and over half stop within 6 years®2. Between 50 and 90% stop
working before the age of 65%. A systematc review of studies of productvity loss
due to RA found that 66% of employees with RA reported work loss due to the
disease in the past year, with a median duraton of 39 days™.

People in employment with RA target staying in work, but once they lose their
job and have adapted to their loss, the motvaton to work is lost®. Having a job
may help people with RA to cope with their disease and a study found that the
incidence of depression is higher amongst people with RA who are not in work®s.
There is also some evidence that women contnue working with higher scores of
disease actvity and functonal disability compared with men®”.

Invisible Disease: Rheumatoid Arthritis and Chronic Fatigue www.nras.org.uk
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Return to work initatves for RA patents lack success and it has been
recommended that self-reported presenteeism measures are used to screen for
risk of work disability, while they are stll in work®:.

Radiographic progression is predictve of ability to retain or gain employment®.
Functonal disability and job type at the start of the disease are also predictors

of future work disability. A Dutch study found that 37% of people with RA in
employment had changed their working conditons: reduced working hours (46%),
reduced pacing of work (42%) and help from colleagues (49%) were the most
widely reported alteratons®.

Chronic fatgue causes changes in cognitve ability, ability to act, and overall actvity
paterns due to the increased need to rest or sleep, which makes it difcult not to
afect work capability®:. Chronic fatgue is the third largest factor to afect ability

to work among employed respondents and the second largest factor among those
that were unemployed®?.

A Scottsh study suggests chronic fatgue may be an even more important factor
afectng ability to of people with RA to work, with 81.1% of respondents in
employment citng it as a major barrier, compared to 79.6% of unemployed
respondents. In the same survey, 18.5% of respondents said they changed
occupaton either due to the physical limitatons of the disease, or fatgue®.

For those unable to stay in work, many will choose to claim the Employment and
Support Allowance (ESA). Eligibility to claim ESA is principally determined via
completon of the Work Capability Assessment (WCA), which atempts to classify
the extent that a claimant’s disease or disability afects their ability to work.

The WCA focuses on ability to carry out actvites. Every actvity has descriptors
which carry a score and there are ten physical actvites and seven cognitve
actvites. The assessment takes into account any aid used or reasonably expected
to be used. Whilst the current guidance for assessors says they should take into
account exhauston when completng tasks and the descriptors for the actvites
reference exhauston, none of the descriptors for the actvites explicitly refer to
the role of chronic fatgue®.

Of people with RA making a new claim for ESA, between 2008-2011, 50% were
placed in the Work-Related Actvity Group and deemed able to eventually return
to work whilst 16% (880) were placed into the Support Group and 34% (1,950)
were found ft for work®.

Only 22% of people with RA who responded to a Disability Benefts Consortum
(DBC) Big Benefts Survey in 2013 felt the assessor knew about their conditon.
Furthermore, almost two-thirds of respondents (61%) thought the WCA was not
long enough for the assessor to learn about all the symptoms and aspects of their
RA and its impact on their capability to work®s,

The DBC survey showed that, of the people with RA who had seen their Atos
medical report, 70% thought it was not an accurate refecton and only 21% of
those with RA who had undertaken a WCA thought it took account of chronic pain
and fatgue®”.

Thus, to improve work outcomes for people with RA the evidence suggests that it
is beter to keep patents in the workforce than to allow patents to become work
disabled. However, in cases where people with RA do become work disabled, it has
been recommended that further reform of the WCA descriptors takes place to take
account of fuctuatons, including the issue of fatgue®. In 2011, several patent
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management of
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organisatons, representng people with other fuctuatng conditons, publically
called for the introducton of an additonal descriptor to cover fatgue and pain,
where it is a prominent recognised symptom of an existng disorder or conditon®,

Management of chronic fatigue

The main medical guidelines which cover the management and treatment of RA
around the UK contain only passing references to the efectve management of
chronic fatgue.

The Natonal Insttute for Health and Care Excellence (NICE) published Clinical
Guideline 79 on the management of rheumatoid arthrits in adults in 2009.

This describes best practce in treatment and management of the disease

and is applicable within England, Wales and Northern Ireland™. The guideline
recommends that people with RA should have the opportunity for periodic
assessments of the efect of the disease on their lives, including fatgue, and help
to manage the conditon™.

Meanwhile, the more recently published NICE Quality Standard 33 on rheumatoid
arthrits, which is applicable to England only?, states it is important to improve
patents’ understanding of RA and its management through educatonal actvites
and self-management programmes to enable them to better manage aspects of
their disease, including fatgue?.

In Scotland, SIGN Guideline 123 on the management of RA, which serves as the
equivalent to NICE Clinical Guideline 79, does not specifcally menton chronic
fatgue, although it makes reference to the importance of mult-disciplinary
expertse, such as physiotherapists. The document also makes a brief reference to
the potental role that patent-led self management educaton programmes can
play in helping RA patents with problem solving™.

At the same tme, research suggests that most patents do not discuss fatgue with
their healthcare professionals because they feel it is ignored™, dismissed or they
simply accept fatgue as part of the disease’. Indeed, RA patents report feeling
they are on a ‘conveyor belt’ of treatment, or that their healthcare professional
sees their RA as a conditon to be treated, instead of seeing the patent as ‘a
person with RA’™".

Measurement of chronic fatigue

The importance of measuring chronic fatgue in clinical outcomes is increasing.
Fatgue is not always included in common RA disease actvity indices, like the
Disease Actvity Score-28. However, results from an Outcome Measures in
Rheumatology Clinical Trials RA fare group initatve found that fatgue was an
important domain for patents with established disease. The American Congress

of Rheumatology and the European League Against Rheumatsm also recognise
fatgue as an important domain for inclusion in clinical trials and fatgue is also now
included within the Rheumatoid Arthrits Impact of Disease score?,

Several scales have been developed and applied to the measurement of chronic
fatgue within RA. These include the Functonal Assessment of Chronic lliness
Therapy—Fatgue (FACIT-F), Multdimensional Assessment of Fatgue (MAF), Profle
of Mood States, and Short Form 36 (SF-36) vitality subscale™.

The Bristol Rheumatoid Arthrits Fatgue Mult-Dimensional Questonnaire (BRAF-
MDQ) has recently been developed specifcally for RA. It aims to capture physical,
psychological and social aspects of fatgue. Three accompanying scales also assess
severity, efect and coping. Evidence supports its validity and it has been suggested
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the scale could be used to develop individually-tailored fatgue management
programmese.

Despite advances in measurement of chronic fatgue, certain additonal challenges
stll remain. For example, a study of UK Punjabi women found that their
experience and the cultural meaning of fatgue is diferent, which may be due to
diferences in the way symptoms are interpreted as well as how they experience
them?.,

3.8 Treatment of chronic fatigue

A number of interventons may help to manage the manifestaton of chronic
fatgue in RA, but require further validaton and need to be fned. There is also
some evidence to suggest that levels of fatgue decrease when the disease is
brought under control®2,

Studies on the efectveness of DMARD and ant-TNF therapy demonstrate
evidence that they can make signifcant improvements to RA fatguess,
Combinaton therapy is associated with more positve work outcomes than
methotrexate monotherapy, including less absenteeism, less presenteeism, and
greater likelihood of gaining or retaining employment?. Occupatonal therapy
also improves work retenton and reduces work-related disability in employed RA
patents®.

Psychological interventons have also been proven to work. For example, a
randomised controlled study of cognitve-behavioural therapy showed its ability
to generate signifcant improvements in levels of fatgue for RA patents®. Fatgue
self-management in RA, delivered by an OT and psychologist, improves fatgue
impact, coping and perceived severity, and well-being®’.

Additonal research into talking therapies for arthrits-related fatgue has shown it
can also help reduce the impact. Testng is now being undertaken to see if these
can be delivered by the rheumatology team rather than a psychologist®s,

A further randomised controlled study on non-pharmacological interventons on
home aerobic training also demonstrated improvements in levels of fatgue®.

These results have been supported by a Cochrane Review, which concluded that
physical actvity and psychosocial interventons provide beneft in relaton to self-
reported fatgue in adults with RA, although there is insufcient evidence about
the efectveness of other non-pharmacological interventons®.

3.9 Public awareness

Research shows there is a ‘window of opportunity’ for RA patents. Those
diagnosed and started on optmal treatment using disease-modifying ant-
rheumatc drugs (DMARDs) within twelve weeks of symptom onset stand a much
beter chance of achieving remission or a low disease actvity state®. Even delays of
8-9 months in startng DMARD therapy signifcantly afect disease outcomes years
aferwards®, even if more potent treatment strategies are subsequently applied®.

The failure of RA patents to consult their GP is one of the principle reasons

for delays in seeing a rheumatologist in the UK in comparison to other health
systems®. Research for the Natonal Audit Ofce found that 15% of RA patents
identfed delaying seeking medical help as one of the main factors that impeded
prompt diagnosis®.

Evidence about the impact of poor public awareness has led a number of
organisatons to recommend that further acton is taken to invest in the creaton
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“Chronic fatgue
is inadequately
addressed within the
major government
strategies for
musculoskeletal and
long term conditons
across England,
Scotland, Wales and
Northern Ireland.”

of public awareness campaigns. These include the Natonal Audit Ofce, the House
of Commons Public Accounts Commitee, the Scotsh Public Health Network,

the Arthrits and Musculoskeletal Alliance and the Natonal Rheumatoid Arthrits
Society®. Currently, Scotland is the only country to invest in the creaton of a public
awareness leafet”.

Chronic fatgue is one of a number of early signs and symptoms of RA; the others
being joint pain, joint swelling, stfness, fever, and ofen weight loss. All of these
symptoms, including fatgue, are not specifc to RA and can be atributed to other
medical conditons. This makes it diffcult for the public to identfy these symptoms
as part of RA%,

A natonal survey of the attudes of the Britsh public towards RA in 2013 found
that extreme fatgue was the least well-known disease symptom. 31% of survey
respondents identfed it as a symptom. Among survey respondents who had
claimed to have seen public informaton about RA the fgure was 10 percentage
points higher at 45%%.

The same survey found that just 23% of the 16-34 age bracket recognised extreme
fatgue as a symptom of RA compared with 45% in the 55-64 year old bracket.
Scottsh respondents were also more likely to recognise extreme fatgue as a
symptom of RA (41%) compared to those in England (34%) and Wales (35%).
White respondents (36%) were also more aware of extreme fatgue as a symptom,
in comparison to BME respondents (22%)%.

3.10 Government policies

Chronic fatgue is inadequately addressed within the major government strategies
for musculoskeletal and long term conditons across England, Scotland, Wales and
Northern Ireland.

The topic of chronic fatgue itself is rarely mentoned within these strategies. In
one of only two direct policy references, the Musculoskeletal Services Framework
in England, published in 2006, called for access to adequate educaton and support
to help patents manage exacerbatons of fatgue!®. In Wales, the Arthrits and
Chronic Musculoskeletal Services Directve, a document that sets out the vision for
RA services, which was published in 2007, also notes the negatve impact fatgue
has on physical actvity and its links to comorbidites (heart disease, diabetes and
obesity) as well as the need for service planners and commissioners to be aware of
it as a hidden impairment®,

Furthermore, important cross-cutng themes mentoned in the medical guidelines
for the treatment of RA - access to mult-disciplinary expertse to ensure efectve
treatment; provision of holistc annual reviews to discuss outcomes; and access to
self-management support to encourage preventatve acton and minimise efects
—are echoed to varying degrees in government strategies for musculoskeletal and
long term conditons in the UK.

The importance of access to mult-disciplinary expertse is well recognised in
policies across UK policies. In England and Wales, where musculoskeletal strategies
exist, these strategies set out a vision for integrated mult-disciplinary working
across the health economy*® and cite evidence that managed care coordinated by
arange of disciplines can provide positve outcomes and help to reduce demands
on secondary care services'*. Of partcular note, in Wales the Arthrits and Chronic
Musculoskeletal Conditons Directve introduced a commitment on commissioners
to ensure tmely access to healthcare professionals through specialist integrated
mult-disciplinary teams%. This was then followed by the Designed to Improve
Health and the Management of Chronic Conditons in Wales: Service Improvement
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Plan 2008-11, published in 2008, which also prioritsed beter antcipaton of
individual needs and targeted delivery of a coordinated service for people with
chronic conditons?®,

Access to mult disciplinary teams is also established in Scotland via the Delivering
for Health strategy, published in 2005, which commited the Scotsh Government
to delivering integrated care involving mult-disciplinary teams®’.

Meanwhile, Northern Ireland’s Quality 2020 - A 10 Year Quality Strategy for Health
and Social Care in Northern Ireland® and the draf Long Term Conditons Policy
Framework for Adults in Northern Ireland, both published in 2011, promote holistc
needs assessment for people with long term conditons'®®,

Visions for supported self-management are also quite well, though not
consistently, established throughout the UK. Long term conditons strategies in
both Scotland and England refer to self-management and acknowledge the role it
can play in improving clinical outcomes and quality of life.

Notably, Scotland has a partcularly well defned and established vision of self-
management. Not only did the Scotsh Government’s Long Term Conditons
Strategy commit to ensuring people are sign-posted to the type of support and
informaton they need, including a more outcome-focused approach to planning
and reviewing their individual situaton?%, but signifcantly, a strategy for self-
management was also developed. Gaun Yersel: The Self Management Strategy for
Long Term Conditons seeks to ensure that people with long term conditons are
given access to support to manage their conditon, including informaton leafets
and self management courses**. The Scottsh Government has also provided
funding for a dedicated Self-Management Fund (now called the Self Management
IMPACT Fund) to support expansion and innovaton within this domain*2,

Within England, The Coaliton Government confrmed its commitment to self-
management through the Equity and Excellence: Liberatng the NHS White Paper,
which specifed that a self-management strand would be developed within

the Quiality, Innovaton, Productvity and Preventon (QIPP) transformatonal
programme?!3, However, this has not been consistently embedded across policy
frameworks in England. For example, while the NHS Mandate to NHS England
2014-2015 and the NHS Outcomes Framework 2014 address ‘Enhancing the
quality of life for people with long term conditons’, in the case of the NHS
Mandate it does not refer directly to the role of self-management“. Indicators
are however included in the NHS Outcomes Framework 2014 which commit to
ensuring everybody has access to support and informaton to help them manage
their care needs''>. The CCG Outcomes Indicator Set, which sets out comparatve
informaton about the quality of health services commissioned by Clinical
Commissioning Groups, also contains an indicator that aims to ensure that people
with long term conditons feel supported to manage their conditon?¢,

In Wales, Designed for Life: Creatng World Class Health and Social Care for Wales
in the 21st Century set out a vision to help individuals become expert patents
and take on a high degree of control over their treatment remodel care pathways
to provide beter access to self-management training'*’. The Welsh integrated
model and framework for the management of Chronic Conditons also sets out
that encouraging self management is essental'. The Service Improvement Plan
2008-2011 for this Model includes the objectve to ‘increase self-management,
independence, and the partcipaton of people with chronic conditons and their
carers’1o,

Laterly, in Northern Ireland, the Department of Health, Social Science and Public
Safety has published Living with Long Term Conditons: A Policy Framework, which
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includes a commitment to supportng self-management that provides people with
long term conditons with the knowledge and skills they need to manage their own
conditon confdently and make daily decisions which maintain or enhance their
health and well-being and clinical, emotonal and social outcomes'®.

Compared to both access to mult disciplinary teams and supported self
management, the role of the annual reviews has been less well described within
government strategies across the UK.

In Scotland, the Long Term Conditons Acton Plan contained a commitment to
developing shared approaches to settng goals and problem solving, and signpostng
people to the type of support and informaton they need, including a more
outcome-focused approach to planning and reviewing their individual situaton?,

Meanwhile in Wales, the Designed to Improve Health and the Management
of Chronic Conditons in Wales: Service Improvement Plan 2008-11, fags the
importance of beter antcipatng the needs of individuals'?.

Elsewhere, the Quality 2020 - A 10 Year Quality Strategy for Health and Social Care
in Northern Ireland and the Long Term Conditons Policy Framework for Adults in
Northern Ireland, have sought to promote holistc needs assessment for people
with long term conditons'?3.

In England, whilst care planning is mentoned within the NHS Mandate, there are
no specifc references to the role of annual reviews!,

3.11 Implementation

Measuring current levels of compliance with best practce is diffcult to do, but an
array of diferent evidence suggests that the medical guidelines and public policy
frameworks produced, which aspire to deliver good quality care for people with
RA (and therefore address the management of chronic fatgue), are not being fully
implemented across the UK.

The importance of annual reviews has been highlighted during discussions about
medical guidelines (see secton 3.6) and public policy (see secton 3.10), but
evidence from a Natonal Audit Ofce (NAO) census in England conducted in
January 2009 found that only 63% of acute trusts ofered RA patents an annual
review. This fnding was itself thrown into doubt when NRAS conducted follow-up
surveys with RA patents and healthcare professionals in 2010 and found that 55%
of patent respondents said they had not had an annual review. 57% of consultant
rheumatologists also said they had seen no changes in the past year in access to
holistc annual review'?.

The signifcance of gettng access to mult-disciplinary expertse has also been
discussed in relaton to medical guidelines (see secton 3.6) and public policy (see
secton 3.10). Once again, evidence of implementaton is mixed. In 2010, the
House of Commons Public Accounts Commitee concluded there was inconsistent
provision of mult-disciplinary services by former Primary Care Trusts in England
for RA patentst?’. The Scotsh Public Health Network’s Health Care Needs
Assessment on RA, published in 2012, also found that the provision of mult-
disciplinary teams was patchy and that most units did not have all professions
atached to their unit*?,

The situaton is further illustrated via challenges to accessing physiotherapy.
Physical actvity in the treatment of RA fatgue is benefcial (see secton 3.8), but a
census of acute trusts in England in 2008 concluded that fewer than 75% of trusts
provided access to a physiotherapist for RA?%. In the same year, the Clinical Audit
of Care in Rheumatoid Arthrits in Scotland also concluded there were signifcant
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variatons in the availability of physiotherapy services in diferent rheumatology
units*. A survey conducted by Medix in 2009, commissioned by the NAO, also
found that almost a quarter of GPs in England did not adopt best practce and
give all patents with RA routne access to specialist physiotherapy with periodic
review?s,

A similar picture is revealed for access to psychological support for RA patents.
Although psychological treatments can also help to treat chronic fatgue (see
secton 3.8), an NAO report in 2009 found that just 14% of acute trusts provided
access to psychological services for RA patents'®2. The House of Commons Public
Accounts Commitee in 2010 also expressed concern about restricted access to
psychological services'®,

In respect to other aspects of holistc care, the 2009 NAO report found that half of
the 147 acute trusts that responded to their census said they provided care plans
for RA patents, although 30% did not provide any. The NAO recommended that all
people with RA should be ofered a care plan that includes a holistc assessment of
the overall well-being of the individual and support them to return to or remain in
work?®34,

Informaton about implementaton of self-management for RA patents is

limited. The 2009 NAO report found that almost half of GPs thought the NHS

was not efectve at providing RA patents with self-management informaton

and there was a lack of coordinaton in the way advice about self-management
was provided to patents. The report also found that only 29% of Primary Care
Trusts commissioned services covering self-management for people with RA®,

In Scotland, research published by the Arthrits and Musculoskeletal Alliance in
2011 found that the majority of NHS Boards in Scotland provided informaton to
MSK patents to help them self-care, but Board actvity varied signifcantly, from
simple leafets to online resources and portals. ARMA therefore called for long
term conditons to be beter mapped to understand the resources needed to treat
people with musculoskeletal conditons. In comparison, the Welsh Audit OFce
found that support for patent educaton and self-care in Wales had improved
since 2008, but the uptake and completon of these programmes was stll too
low — falling short of the Welsh Government’s 2009 target to get 1% of those with
a chronic conditon through these programmes within three to four years. The
WAQO report also said that all health boards were implementng a natonal generic
self-management educaton programme for people with a long-term conditon
and that the number of partcipants completng a self-management educaton
programme increased by 53% between 2011 and 2013,

Self Management UK (SMUK), the largest provider of self-management
programmes in the UK, runs a Rheumatoid Arthrits Self Management Programme
in conjuncton with NRAS. The 6-week course includes sectons on management of
pain and fatgue. As of November 2013, SMUK had run a total of 5,000 courses for
70,000 partcipants with long term conditons®” approximately 100,000 of these
were for its Chronic Disease Management Programme. No informaton is publicly
available at the moment about the number of people who have atended the RA
Self Management Programme, or other similar programmes.

3.12 Calls for action

Despite evidence of poor measurement and management of chronic fatgue
highlighted in the literature review, there have been no notable calls to acton from
organisatons. Instead, the main calls for acton have come from patents.

A quanttatve study of female patents carried out in Ireland found that fatgue
was the top health status measure patents wanted prioritsed for improvements,
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Research indicates that gender infuences the prioritsaton of outcomes, with
women selectng fatgue more frequently than men?*=,

An additonal qualitatve study involving focus groups at fve UK clinical centres
found that treatment of fatgue was consistently mentoned as an important
outcome?,

3.13 Survey and its methodology

The questons in the survey were developed by NRAS in order to explore the range
of impacts of chronic fatgue on RA patents and to support and provide insight for
Rheumatoid Arthrits Awareness Week in June 2014.

The questons were developed from the literature, issues raised by NRAS members
during a focus group on RA fatgue, and in response to answers received from the
Britsh public about public awareness of RA.

To explore issues around the impact on quality of life and work and to facilitate
comparison with existng research on RA fatgue, a number of validated
questonnaires were also used:

¢ dBristol Rheumatoid Arthrits Fatgue Mult-Dimensional Questonnaire
(BRAF-MDQ)

¢ Bristol Rheumatoid Arthrits Fatgue — Numerical Ratng Scales (BRAF-NRS)
¢ dWork Productvity and Actvity Impairment Questonnaire (WPAI); and
¢ dVork Actvity Limitatons Scale (WALS)

An online survey was selected as the preferred method of data collecton to be
distributed to NRAS members and non-members with RA. It was designed in
conjuncton with three university researchers with expertse in chronic fatgue and
work.

The survey was subsequently reviewed by a panel of NRAS members with RA.
Questons and design were then subsequently amended to take account of these
comments.

A series of closed questons were used in order to produce statstcal evidence.
In additon, a number of open questons were included to give respondents the
scope to express their own opinions.

NRAS sent out 5,212 electronic questonnaires to NRAS members with RA and
non-members with RA who had email addresses in April 2014. It was also sent out
to 1,237 healthcare professionals, as part of a monthly e-newsleter, to encourage
them to ask their patents to complete the survey.

A separate email was circulated to healthcare professionals in Wales and Scotland
on 02 May 2014 to encourage their patents to complete the survey. A fnal
reminder for the questonnaire was sent out on 13 May 2014 to NRAS members
via an e-news bulletn.

The questonnaire was also publicised via email and NRAS social media platorms,
Twiter, Facebook and HealthUnlocked, and through health sector newsleters to
atract non-members to respond.

2,065 complete responses were returned (where response means responded to all
questons which the survey logic would allow).
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Of these, 36 respondents did not satsfy the conditonality of being over 18, living
in the UK and having been diagnosed with RA and answered ‘no’ to the covering
survey queston and were thus precluded from answering any further questons.

2,029 of the complete responses satsfed this conditonality and so progressed to
answering the survey. Of these, 75 responded that they had ‘never had fatgue’
to Q8 in the survey and so were prevented by the survey logic from answering
further questons. This means a total 1,954 respondents completed the survey all
the way to the end.

It should also be noted that 814 respondents indicated they were currently in
employment and so this was the sample size for the secton of the survey on
employment (Q22-34).

Data were subsequently analysed in MicrosoT Excel Starter 2010 and percentages
were calculated accordingly. A selecton of quotatons have been used in the
report for qualitatve illustraton of the statstcal data.
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“| feel totally 4.1 The survey respondents

T All of the respondents who took the survey had been diagnosed with RA*. 2,745
eXhaUSted’ like respondents began the survey, and 2,029 respondents completed the survey. For
atap suddenly the purposes of this report, NRAS analysed only completed responses.
opens all my energy 57% of the respondents (n=1,157) said they, or a member of their family, are a

. member of NRAS. The large number of respondents who were non-members
(What litle | have) enhances the degree to which the survey fndings can be generalised to the RA
disappears ina populaton in the UK.
instance. It can last 411 Respondents' age
hou I'S, dayS, weeks Of the 2029 respondents, the largest age category was 55-64 year olds (30%). The
i - 0,

or months.”’ 23:: ?é%%/j;t age category was the 45-54 year olds (27%) followed by 65 years and

Amongst respondents who had been diagnosed for less than a year, the largest
age category was 45-54 year olds (29%), followed by 35-44 year olds (28%) and
55-64 year olds (21%). This refects the distributon we would expect to see within
the general populaton. Although the disease can occur at any age, onset is usually
between the ages of 30 to 551,

All respondents Diagnosed for less than 1 year

Age Response (%) Response (%)

18-24 1% 1%

25-34 6% 12%

35-44 16% 28%

45-54 27% 29%

55-64 30% 21%

65 and over 20% %

4.1.2 Respondents’ gender

89% of respondents were female whilst 11% were male. The proporton of women
is higher in this sample than we would expect to see in the RA populaton as a
whole, in which RA is estmated to afect around three tmes more women than
men*#2, This gender bias is a recognised phenomenon in surveys conducted by
patent organisatons, where group membership, regardless of medical conditon,
tends to be dominated by women4,

Respondents’ gender

11%

. Female
. Male

* Respondents also had to state they lived in the UK and were aged 18 or over to contnue the survey.
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413 Respondents’ ethnicity

The overwhelming majority of respondents identfed themselves as White: Britsh
(93%), an additonal 2% identfed themselves as White: Irish and 2% as White:
Other. 3% identfed themselves as coming from a BME or mixed race background.
The proporton of white respondents is higher than the UK populaton, which
according to 2011 Census data, stands at 86%*.

Ethnicity

White: Britsh
White: Irish

Other White
background

Mixed: White and
Black Caribbean
Mixed: White and
Black African
Mixed: White
and Asian

Other Mixed
background

Asian or Asian Britsh:

Indian

Response Ethnicity Response
(%) (%)
93% A3|qn or _A5|an Britsh: %
Pakistani

20 Asian or AS|_an Britsh: 0%
Bangladeshi

2% Other Asian background 0%

0% Bla<_:k or Black Britsh: 1%
Caribbean

0% Blaf:k or Black Britsh: 0%
African

0% Other Black background 0%

0% Chinese 0%

1% Other ethnic group 0%

414 Where respondents live

NRAS received 1758 completed responses from people in England, with 8% (155)
received from Scotland, 5% (91) from Wales and 1% (25) from Northern Ireland.
Within England, the majority of responses came from the South East, which
accounted for 24% of all completed responses.

415 Length of time since RA diagnosis

The largest category of respondents were those diagnosed with RA for 1-5 years
(33%), followed by those diagnosed for 6-10 years (26%) and 11-20 years (21%).
Much smaller proportons of respondents were diagnosed with RA for more than
21 years (14%), or for less than 1 year (7%).

Length of time since RA diagnosis
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B Lessthan 1 year
B 15years

B 6-10years

B 11-20years

. 21+ years
B canit remember
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4.2 About your fatigue

421 Onset

89% of respondents said they sufered from fatgue with only 4% statng they
never had fatgue. The prevalence reported by respondents was higher than the
range of estmated prevalence in most other research on RA fatgue (42%-80%),
although lower than the highest recorded levels of 98%.

The majority of respondents (57%) said their fatgue frst appeared before diagnosis
and only 32% said it appeared afer diagnosis. Amongst the respondents who said
they had been diagnosed with RA for less than 1 year, 83% reported that fatgue
frst appeared before diagnosis and only 7% said that it appeared subsequently.

Symptom occurence

All [ Before diagnosis Diagnosed
. Afer diagnosis

B ! have never had fatgue
. Don't know

respondents for less than

1 year

4.2.2 Frequency

The frequency of fatgue reported amongst respondents was very high: 84% said
they experienced it for 3 days or more during the last 7 days, including 41% who
said they experienced fatgue every day. The percentage that experienced it every
day rose to 47% among those diagnosed with RA more than 21 years ago but was
only 37% amongst those diagnosed for less than 1 year.

Episodes of fatgue occurred slightly more frequently amongst respondents not
currently in employment versus those in employment. 81% of those in employment
said they experienced fatgue 3 days or more in the past 7 days, including 37% who
experienced it every day. By comparison, among those not in employment, 86% said
they experienced it 3 days or more and 43% experienced it every day.

4.2.3 Duration

In additon to the majority of respondents who said they experienced fatgue on
most days, a high number also said fatgue afected them for a signifcant porton
of the day. 55% of respondents said their fatgue lasted for several hours, and an
additonal 39% said that fatgue lasted all day.

4.2.4 Level and impact

When asked about the level of their fatgue during the last 7 days, 98% of
respondents reported some level of occurrence. 46% said they experienced a high
level of fatgue, while 33% experienced a medium level and 8% said they were
totally exhausted.

Of those respondents currently in employment, 5% rated their level of fatgue as
totally exhaustng, compared to 10% of respondents not currently in employment.

When respondents were asked to report the impact of their fatgue over the past
7 days, 13% said it had a very high level of impact on them and a further 41% also
reported a signifcant level of impact.
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Respondents not currently in employment reported that fatgue had a higher impact
on them over the past 7 days (15%) compared to employed respondents (11%).

4.3 Public awareness

4.3.1 Symptoms

Respondents felt RA fatgue was poorly understood by the public. 76% of
respondents said the public was not at all aware that chronic fatgue was a
symptom of RA, while 19% said the public was slightly aware and only 3% said the
public was somewhat aware.

Public awareness of chronic fatigue as a symptom of RA

[ nNotatall aware
I slightly aware

B somewnhat aware
Il Moderately aware
B Extremely aware
. Don't know

Overall, chronic fatgue was ranked as the least understood symptom by
respondents, closely followed by fu-like symptoms. However, amongst
respondents diagnosed with RA for less than 1 year, chronic fatgue narrowly came
second to fu-like symptoms as the least understood symptom. In total, 45% of
respondents ranked chronic fatgue as the least understood symptom of RA.

Public understanding of RA symptoms Average ratng
(Ranked 1-5.
5=Least understood)

Joint swelling 1.93

Chronic pain 2.32

Morning stfness lastng 30 minutes or longer 2.74

Flu-like symptoms 4

Chronic fatgue 4.01

4.3.2 Impact

83% of respondents felt the public was not at all aware of the impact of fatgue on
RA patents and a further 14% said they were only slightly aware.

Public awareness of the impact of chronic fatigue on people with RA

Not at all aware
Slightly aware
Somewhat aware
Moderately aware
Extremely aware
Don’t know

0 20 40 60 80 100
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“| feel like | have
limbs of lead, and
even completng
the smallest of tasks
leaves me totally
drained. It also
leaves me feeling
tred emotonally.”
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4.4

These results are in line with previous NRAS research, which found that chronic
fatgue was the least understood symptom of RA by the Britsh public4.

Quality of life

The survey found that fatgue impacts on many areas of respondents’ lives and has
a detrimental impact on their overall quality of life.

4.41 Daily living activities

The results suggest fatgue has a signifcant impact on respondents’ ability

to undertake simple daily tasks such as bathing and dressing. In total, 70% of
respondents said fatgue afected their ability to bath or shower in the past 7 days.
16% of respondents reported that fatgue made it very diffcult to bathe, whilst

an additonal 21% of respondents said fatgue had quite a bit of impact. 11% said
their fatgue made it ‘very much’ more diffcult.

Has fatigue made it difficult to bathe or shower?

I nNotatall
B Alite

Bl Quite abit
B Very much
Il Total impact

Total impact

The results were similar for respondents’ ability to get dressed. Overall, 64% said
their fatgue made it diffcult to get dressed to some extent in the past week.
35% said their fatgue made it a litle difcult, 19% said their fatgue made it
signifcantly difcult, and 11% said their fatgue made it very much difcult.

Has fatigue made it difficult to dress yourself?

. Not at all
B Alitle

. Quite a bit
. Very much
. Total impact

Total impact

A higher percentage of those not currently in employment reported diffcultes
with bathing, showering and dressing than those currently employed: 62% of
those in employment said fatgue made it difcult to bath or shower, including
11% who said it made it ‘very much’ more difcult.

In comparison, 76% of those not in employment said fatgue made it difcult, with
20% reportng that fatgue had made it ‘very much’ more difcult.

Similarly, for dressing themselves, 56% of those currently in employment

said fatgue made it difFcult compared with 70% for those not currently in
employment. 7% of those in employment said fatgue made it ‘very much’ more
difcult, compared with 14% of those not currently in employment.
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4.4.2 Mental health

The vast majority of respondents to the survey (90%) said fatgue caused them to
feel down or depressed to some extent. Shockingly, 38% of respondents said they
felt ‘very much’ down or depressed because of their fatgue during the last 7 days
and a further 29% of respondents said they felt ‘quite a bit’ down or depressed.
The proporton of respondents with depressive symptoms is higher than other
studies, which report between 8% and 46% of people with RA having depressive
symptoms*47,

Have you felt down or depressed because of fatigue?

B nNotatall
B Alite

B Quite abit
B very much
Il Total impact

Total impact

Of concern, use of psychological services was low among respondents with only
4% of respondents said they used cognitve behavioural therapy to manage their
fatgue and 12% said they had spoken to a counsellor or other professional for
support because they felt worried or upset because of their fatgue.

Emotonal impact was more pronounced in newly diagnosed respondents with RA
compared to those with established disease: 44% of respondents diagnosed with
RA for less than 1 year said they had been very much down or depressed by fatgue
in the past 7 days compared to 32% of those diagnosed for 21 years or more.

Similarly, 49% of respondents diagnosed for less than 1 year reported being
‘very much’ upset by fatgue in the past seven days compared to 31% of those
diagnosed for 21 years or more.

In additon, 80% of those diagnosed with RA for less than 1 year said they cried
because of fatgue compared with 70% of those diagnosed with RA for 1-5 years.

A diference was also observed between employed and those not employed: 75%
of those employed said they had cried because of fatgue compared with 63% of
those currently not employed.

4.4.3 Relationships
70% of respondents said their fatgue prevented them from taking part in actvites
with their family or partner.

49% said they always felt guilty about the impact of their fatgue on others, and
29% of respondents said their fatgue caused family or a partner to become
emotonally upset.

54% of respondents said fatgue had negatvely afected their sex life and 8% of
respondents atributed the loss of a relatonship to fatgue.
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“I have two wonderful
grandchildren who
| cannot play with
when I’'m fatgued.
It’s horrible.”

Has fatigue negatively affected your relationship with your family or partner?
Tick as many as apply.

Response (%)

| have lost a relatonship due to my fatgue 8%
It has prevented me from taking part in actvites with my 70%
family and/or partner

It has caused my family and/or partner to become 29%
emotonally upset

Fatgue has negatvely afected my sex life 54%
None 10%
Don't know 5%

Respondents were more likely to discuss their fatgue with their partners than
anyone else: 32% of respondents always discussed it with them and 37% said they
sometmes discussed it with them. However, 31% of respondents said they never
or rarely discussed their fatgue with family members or friends, and 14% said they
never or rarely discussed their fatgue with their partner.

How often have you discussed your fatigue with the following people, if at all?
Please tick one answer for each person.

Never or rarely Sometmes Always

Partner 14% 37% 32%
Family member or friend 31% 54% 14%
NRAS helpline 76% 4% 1%
Patent organisatons 73% 5% 1%
Someone else 60% 15% 2%

4.4.4 Social

91% of respondents said fatgue impacted upon their social life within the last 7
days. 37% of respondents said fatgue ‘very much’ impacted on their social life and
30% said fatgue afected their social lives ‘quite a bit’.

Has fatigue affected your social life?

. Not at all
B Alitle
B auite abit

. Very much
. Total impact (64%)

Total impact
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4.5 Fatigue and work

4.51 Employment status

The average reported level of employment among working age respondents (50%)
was higher than the reported average for the UK populaton (72%).

Level of unemployment increased with length of tme since diagnosis. 33% of
working age respondents diagnosed with RA for less than 1 year were not in work,
whereas 50% of working age respondents diagnosed for 6-10 years were not

in work.
Time since Lessthan 1-5 6-10 11-20 21+
diagnosis 1year years years years years
Respondents in 67% 55% 50% 43% 35%
work (working age
respondents)
Respondents not 33% 45% 50% 57% 65%

in work (working
age respondents)

4.5.2 Contribution of fatigue to worklessness

24% of respondents said they changed jobs because of their fatgue. The
percentage is slightly higher than previous NRAS research, when 18.5% of
respondents said they changed occupaton due to physical limitatons of the
disease or fatgue®.

The percentage of respondents who said they changed jobs rose slightly with
length of tme afer diagnosis. Only 14% of those diagnosed with RA for less than

1 year said they changed jobs because of fatgue, compared with 22% of those
diagnosed for 1-5 years and 27% for those who had been diagnosed for 6-10 years.

In comparison, 71% of working age unemployed respondents said fatgue
contributed to their inability to work. The percentage is slightly lower than
previous NRAS research, when 79.6% of unemployed respondents reported that
chronic fatgue was a major barrier to their employment*,

The percentage of working age respondents who said fatgue contributed to their
inability to work rose according to length of tme since diagnosis: 45% of those

of working age diagnosed with RA for less than 1 year, compared to 70% of those
diagnosed for 1-5 years.

4.5.3 Number of hours and days missed from work

Overall, 31% of respondents took some tme of work in the 7 days prior to
completng the survey because of problems associated with their fatgue and 10%
of all respondents said they missed over 10 hours of work during the same period
of tme because of their fatgue.

People diagnosed with RA for less than 1 year took a greater amount of tme of
work in the preceding 7 days because of problems associated with their fatgue:
41% said they had taken some tme of and 19% said they missed over 10 hours of
work during the last 7 days.
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“On days when |

work, | can do
nothing else; | am
completely drained.
No one knows this
but me. Even thinking
about telling anyone
makes me cry.”

During the past 7 DAYS, how many HOURS did you miss from work because of
problems associated with your fatigue? Include hours you missed on sick days,
times you went in late, left early, etc., because of your fatigue.

All respondents Diagnosed for less than
1year

Hours Response (%) Response (%)
0 hours 69% 59%

1-10 hours 22% 22%

11-20 hours 4% 8%

21-30 hours 2% 2%

31-40 hours 2% 7%

41-50 hours 0% 1%

51-60 hours 0% 0%

60+ hours 1% 0%

10+ hours 10% 19%

1-60 hours 31% 41%

The majority of respondents (56%) said they took tme of work in the past 12
months because of their fatgue. 23% took more than 10 days of and a further
23% also took up to 5 days of during the past year. In total, 33% of respondents
met or exceeded the average number of sick days taken by UK workers during a
year (4.4).

In comparison, those respondents diagnosed with RA for less than 1 year took
more tme of from work during the past 12 months because of their fatgue (65%).
42% of respondents diagnosed for less than 1 year met or exceeded the average
number of days taken by UK workers (6), with 34% absent from work for more
than 10 days.

How many DAYS over the past 12 MONTHS has your fatigue caused you to be
absent from work?

All respondents Diagnosed for less than
1year

Hours Response (%) Response (%)

0 43% 35%

1-5 23% 23%

6-10 10% 8%

11-20 8% %

21-50 % 13%

50+ 6% 14%

4.5.4 Productivity

Not only did fatgue cause respondents to miss work, or take tme of from work,
but it also impacted on their productvity while at work.

92% of the employed respondents said fatgue had at some level impacted on their
work productvity during the last 7 days. 40% said fatgue had a medium impact
and 19% said fatgue had a high impact. 5% said fatgue had completely prevented
them from working altogether.
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455 Affected work activities

Fatgue impacted signifcantly upon respondents’ ability to undertake actvites
required for their job. This was true across both physical and mental tasks.
However, overall, respondents ranked the physical tasks of crouching, bending or
kneeling; standing for long periods of tme; and lifing, carrying or moving objects
as the most diffcult actvites to undertake as a result of their fatgue.

The impact of fatgue on transportaton, while stll signifcant, ranked as the

least difcult to overcome compared to other physical and mental tasks. 59% of
respondents said fatgue caused difFculty gettng to and from work, including 12%
who said it caused a lot of diffculty.

By comparison, 73% of respondents said they experienced diffculty sittng for long
periods of tme due to their fatgue and 72% reported diFculty lifing, carrying or
moving objects because of fatgue. Of partcular note, 37% of respondents said
fatgue caused them a lot of difFculty with lifing, carrying or moving objects and
16% said they were unable to do this at all, as a result of their fatgue.

In additon, there were two actvites that respondents scored highest on total
difFculty caused by their fatgue, although the level of difculty encountered was
lower compared to other tasks: working with hands (86%) and concentratng or
keeping their mind on work (84%). In the case of both actvites, 28% reported a
lot of difFculty completng the tasks as a result of their fatgue. However, virtually
none of the respondents said they were completely unable to do these tasks as a
result of their fatgue.

No diffculty Some A lot of Unable to
diffculty diffculty do

Meetng current job
demands

Getng to and from

work (e.g., subway,

bus, car, walking) 39% 47% 12% 1%
and getng to and

from work on tme?

23% 55% 20% 2%

Getng around the
workplace (e.g.,
stairs, hallways,
furniture)?

Sittng for long
periods of tme at
your job (e.g., more
than 20 minutes)?

Standing for long
period of tme at
your job (e.g., more
than 20 minutes)?
Lifing, carrying or
moving objects?
Working with your
hands (e.g., writng,
typing, grasping 11% 58% 28% 0%
small objects,

holding a phone)?

33% 52% 12% 1%
23% 46% 27% 3%

16% 3% 33% 13%

8% 35% 37% 16%
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No diffculty Some A lot of Unable to
difFculty difculty do

Crouching, bending,
kneeling or working

0, 0, 0, 0,
in awkward 6% 31% 43% 18%
positons?
Reaching? 21% 44% 28% 3%
Schedule or hours
of work that our job 23% 55% 20% 1%
requires?
Pace of work that 23% 51% 23% 2%
your job requires?
Meetng your
current job 23% 55% 20% 2%
demands?
Concentratng or
keeping your mind 15% 55% 28% 1%

on your work?

4.5.6 Employer support

The results suggest there is a need for improved support from employers, as 49%
of employed respondents said their employer or line manager had not discussed or
ofered changes to help them manage their fatgue.

Of those who had changes ofered or discussed, the most common opton
discussed was equipment or workstaton adaptatons, with 26% saying this had
been ofered. 23% said they had been ofered changes to the number of hours
worked, while 22% said they had been ofered changes to the patern of hours
worked.

Conversely, only 14% of respondents said a change of dutes had been discussed
or ofered and 12% said they had been ofered an increase in the use of home
working. Emergency leave was the least common opton discussed with only 11%
being ofered this.

Opton to take emergency leave as needed
Increase in use of home working

Change of dutes

Change to the patern of hours worked

Response

Change to the number of hours worked
Provision of equipment or workstaton adaptatons
No changes discussed or ofered

)

0 50 100 150 200

Other (please specify

However, 52% of respondents said no changes had actually been made to
accommodate their fatgue. When changes were made, respondents reported that
the most common acton was to adapt equipment or the workstaton (22%).

The second most common acton undertaken by respondents was to change to
the number of hours worked (18%). The percentage recorded was a great deal
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lower than a Dutch study, which found that 46% of respondents had reduced their

working hours®st,

Change of dutes

Response

Opton to take emergency leave as needed
Increase in use of home working

Change to the patern of hours worked
Change to the number of hours worked

No changes made
Other (

Provision of equipment or workstaton adaptatons

please specify)

4.6 Management of fatigue

4.6.1 Discussions about fatigue

80 100

66% of respondents said their healthcare professionals never or rarely asked
how their fatgue afected them, with 41% specifcally saying their healthcare

professional never asked at all.

Do your healthcare professionals ask you how fatigue is affecting you?

1%

B nNever
I Rarely
. Sometmes
. Ofen
. Always

. Don't know

51% of respondents said they never or rarely spoke to their GPs about fatgue,
and 47% said they never or rarely spoke to their rheumatologist or specialist nurse

about it.

How often have you discussed your fatigue with the following people, if at all?
Please tick one answer for each person.

Rheumatologist

Specialist nurse

Counsellor

GP or other health professional

4.6.2 Measurement of Fatigue

Rarely
47%
47%
58%
51%

Sometmes  Always

3%
33%
6%

36%

15%
13%
3%
9%

79% of respondents said their healthcare professional never tried to measure their
levels of fatgue and a further 8% said their healthcare professional only rarely

measured their level of fatgue.

WWWw.nras.org.uk
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“l feel as if even the
medical profession
think | am making up
my fatgue. So this
just makes me feel
worse about it!”

Has a healthcare professional ever tried to measure your levels of fatigue?

1%
2%

B nNever
I rarely
B sometmes
Il ofen
B Aways
. Don't know

4.7 What would help

4.7.1 Management of fatigue

When respondents were asked how they managed their fatgue, the most
common strategies deployed were to reduce actvity levels (72%) and increase
sleep (57%).

Worryingly, the proporton of respondents who said they did nothing to manage
their fatgue (16%) was higher than those who had used clinically proven
interventons such as atending a chronic fatgue management course (2%) or
using a cognitve behavioural therapy (4%).

Iron replacement therapy was used by a number of respondents (11%), even
though the literature review suggests there is a mixed evidence base concerning
the impact of anaemia and resolving haemoglobin on RA fatgue.

Also of note, those who had been diagnosed with RA for less than 1 year were
marginally more likely to do nothing (22%) than all respondents (16%).

How do you manage your fatigue? Tick as many as apply.

Reduce actvity levels

Increase sleep

Nothing

Iron replacement therapy

Response

Complementary or alternatve therapies, e.g. acupuncture
Cognitve behavioural therapy

2% Atend a chronic fatgue management course

0 10 20 30 40 50 60 70 80

4.7.2 Support

When asked about support that would help reduce the impact of fatgue, most
respondents rated informaton for patents as very important (90%), followed by
public awareness campaigns (81%) and informaton for family members and carers
(80%).

Slightly below this, 74% of respondents said informaton for employers was very
important in helping to reduce the impact of their fatgue. 71% also said the same
about informaton about employee rights.
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Finally, 40% of respondents said peer to peer support and 43% said sign-postng
to patent organisatons were of some importance to helping to reduce the impact
of fatgue.

(All respondents):
What support would you like to help reduce the impact of fatigue?

Ln;grawtaston for 90% 1% 1%
2 E:r?]l Fl)(;1 %vr\:ilreness 81% 17% 1% 1%
} mombers/carers | S | 1| | 1
4 L nrfqti)rlrg;etrgn for 74% 14% 1% 11%
* |omoyeerignts | T | 1 | o | 1o
6 SPSSE)(t)cr,tpeer 55% 40% 3% 2%
7 | Sign-postng to 48% 43% 5% 3%

patent organisatons

(Respondents in work):
What support would you like to help reduce the impact of fatigue?

L”;ggr']‘ém” for 88% 11% 1% 1%
2 cpgralri)(; %vr\:z;\reness 83% 16% 1% 0%
o oty | | |
4 :anr;%rlrg)?etrcsm for 79% 19% 19% 1%
i G 78% 17% 3% 2%
Y ot | | W |
" pmcemtoganisatons | ‘¥ | % | o6 | 3
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8] Conclusions and Recommendations

5.1 Survey findings

¢ ®ublic awareness of the symptom of chronic fatgue and its impact, as perceived
by RA patents, was reported to be very low. This is in line with other evidence
in the literature review, which found consistently low levels of public awareness
about the symptoms of RA and its impacts (specifcally chronic fatgue). Of
partcular note, nearly two thirds of respondents said that the onset of chronic
fatgue happened before they were diagnosed.

¢ dfhe fndings from the literature review documented evidence of the severity of
impact that chronic fatgue has on quality of life for people with RA. The results
support this view, with almost all respondents reportng to be afected by
chronic fatgue, the majority for several days per week, with episodes tending to
last several hours and having a moderate or high level of impact.

¢ dthe reported social and emotonal impacts of chronic fatgue were very high.
The vast majority of respondents said that it caused them to feel down or
depressed and that it had prevented them from taking part in actvites with
their family or partner, including a substantal impact within the last seven days.

¢ dMedical guidelines for RA and government strategies for people with long
term conditons highlight annual reviews and self-management educaton
as opportunites to efectvely manage chronic fatgue. However, the results
suggest a substantal gap between best practce and the patent experience.
A high number of respondents reported that their chronic fatgue was rarely
discussed (if at all), and that they were almost never referred to a chronic
fatgue self-management course.

¢ despite the development of several validated chronic fatgue scales, described
in the literature review, the results suggested that in only a very few cases
are these scales actually being routnely used by healthcare professionals to
measure and record the impact of chronic fatgue on their RA patents.

¢ dthe literature review found that chronic fatgue ofen has a severe impact on
work outcomes for people with RA. The results also support this view, with the
majority of working age respondents reportng that their chronic fatgue had
contributed to their unemployment and a signifcant proporton having changed
jobs and taken tme of work during the previous week because of it.

5.2 Recommendations

¢ dn light of existng calls to invest in public awareness campaigns for RA by
patents, healthcare professionals, and leading organisatons, we recommend
that the governments of England, Scotland, Wales and Northern Ireland
urgently initate such campaigns, which must include specifc messaging about
the presence of chronic fatgue as a symptom of RA.

¢ &Ve remain concerned that NICE Clinical Guideline 79 and SIGN Guideline
123 governing the management of rheumatoid arthrits underplay the
importance of efectve management of chronic fatgue and need to be
strengthened accordingly. We recommend the regular use of validated
chronic fatgue measures during annual reviews (and ensuring everyone has
a review), enhanced provision of psychological therapies as part of the mult-

Invisible Disease: Rheumatoid Arthritis and Chronic Fatigue www.nras.org.uk



Conclusions and Recommendations 5

disciplinary team and the introducton of improved protocols for referral to
non-pharmacological treatments that can help to reduce the impact of chronic
fatgue.

¢ dthe role of patent educaton and self-management strategies is not yet
consistently prioritsed across relevant medical guidelines and long term
conditon government policies within England, Scotland, Wales and Northern
Ireland. We recommend that more consistent wording is adopted across
medical guidelines and public policy and that additonal resources are released
by governments to ensure the role of patent educaton and self-management
can be fully realised to improve clinical outcomes for RA patents.

¢ dVlore needs to be done to raise awareness of chronic fatgue amongst
employers through provision of informaton about how current treatment
regimens help to reduce fatgue levels, and to inform employers about the
signifcant challenges chronic fatgue can pose when the disease is not well
controlled, during the lag tme before a patent’s treatment starts to work, or
when a patent’s treatment has recently been switched.

¢ dssessment of chronic fatgue, which has a strong impact on work outcomes, is
notably absent from the descriptors in the ESA’s Work Capability Assessment.
We believe this is a signifcant omission and therefore recommend an additonal
descriptor is introduced into the medical assessment to ensure the impact
of chronic fatgue on people with RA is adequately captured and refected in
decisions to award the ESA beneft.
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